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National Registry of Genetically Triggered Thoracic Aortic
Aneurysms and Cardiovascular Conditions

Enrollment Summary Report

BAY COR JHU NIA OHS PEN QMC UTH Total

Number patients registered 203 812 664 153 579 729 150 473 3763

Specimens Received

Blood specimen 155 483 335 103 396 411 54 177 2114

Saliva specimen 37 296 277 22 131 265 72 263 1363

Both blood and saliva specimens 5 14 23 0 24 18 2 7 93

No blood or saliva 6 19 29 28 28 35 22 26 193

Tissue 52 3 0 0 36 50 6 4 151

Forms Keyed

Registration Form 201 497 386 147 389 417 150 301 2488

Clinical Evaluation Form 202 810 653 148 570 726 136 448 3693

Patient Questionnaire 172 424 325 107 392 362 87 261 2130

Family History 173 423 324 121 404 367 86 263 2161

Laboratory 198 809 639 112 548 727 131 434 3598

Imaging 94 522 440 0 344 495 0 222 2117

ICORE Images 505 1021 614 292 536 880 160 217 4225

Surgical 378 556 275 38 381 640 83 298 2649

Gender

Male 133 551 365 64 209 530 109 260 2221

Female 70 261 294 83 369 197 41 212 1527

Eligible Diagnosis

Marfan 73 221 255 18 87 115 19 105 893

Turner 0 4 8 1 254 7 4 36 314

Ehlers Danlos, vascular 2 9 21 92 1 5 1 33 164

Ehlers Danlos, other 0 1 3 15 3 1 0 3 26

Loeys-Dietz 10 6 70 4 2 0 4 9 105

FBN1, TGFBR1, TGFBR2, ACTA2, MYH11 mutation 2 0 11 5 2 12 0 11 43

BAV with aortic enlargement 41 222 98 2 85 365 49 68 930

BAV with family history 0 1 5 1 3 5 6 2 23

BAV with coarctation 4 5 20 0 30 14 2 8 83

Shprintzen-Goldberg 0 1 3 0 1 0 0 0 5

Familial TAA 30 90 62 10 42 76 9 81 400

Other aneurysm, dissections < 50 yo 40 213 88 1 29 117 39 98 625

Other congenital heart disease 1 34 9 0 32 11 9 17 113

First Degree Relative 0 5 9 0 7 0 8 1 30

Age at Enrollment

<5 0 2 51 2 36 1 3 33 128

5-17 2 31 269 16 168 20 14 133 653

18-39 89 267 208 59 187 159 46 127 1142

40-69 107 474 127 67 175 504 87 171 1712

>69 5 38 3 3 12 43 0 8 112

Hispanic

Hispanic 30 81 24 1 39 15 4 95 289

Race, non-Hispanic

White 154 616 572 145 512 653 44 339 3035

Black 10 62 45 1 7 31 1 33 190

Asian 6 51 12 1 15 14 43 6 148

American Indian/Alaskan Native 3 3 2 1 7 0 0 3 19

Native Hawaiian or Other Pacific Islander 2 1 2 0 5 1 57 1 69

Unknown 0 5 11 0 2 14 4 1 37

Characteristics of Interest

Subjects who ever dissected 100 75 28 16 28 132 25 87 491

Subjects with surgery 192 406 207 45 247 471 75 234 1877


